Obtaining information is a fundamental right of recipients of haematopoietic stem cell transplantation (HSCT). Delivery of patient information can contribute to reducing patients' worries, improve medication adherence, prevent treatment-related complications, enable patients to take a more active role in decisionmaking and enhance their self-management. 1 Importantly, a recent study involving 3066 HSCT long-term survivors highlighted that lack of patient knowledge is a predictor for non-adherence to the recommended care after HSCT, which might lead to serious complications after treatment. 2 Although health care professionals (HCPs) are obliged to inform and educate patients about their disease and treatment and what to expect during and after HSCT, there is little known about HCPs perceptions regarding the practice of information dissemination.
In order to obtain knowledge on HCPs perceptions regarding the type and amount of information patients are given during the first year of HSCT, we invited registered nurses (RNs) and physicians attending the opening and joint session of the Annual Meeting of the European Group for Blood and Marrow Transplantation (EBMT) in Vienna 2010, to participate in a survey. Because no measure regarding patient information addressing HCPs is available, we administered the EORTC QLQ-INFO25, a 25 item cancer-specific questionnaire. 3 HCPs were asked to respond to the questions as a typical patient of their centre being one year after HSCT would have done. The EORTC QLQ-INFO25 includes four subscales: information about disease, medical tests, treatment, other services and eight single items (Table 2) . Except for four items, which have dichotomous response alternatives (yes/no), the response format of the questionnaire is a four-point Likert scale (1 ¼ not at all, 2 ¼ a little, 3 ¼ quite a bit, 4 ¼ very much). Item scores were linearly transformed to 0 --100 scales. A higher score indicates a higher level of information received.
The sample included 239 RNs and 47 physicians (Table 1) . Because the questionnaire has not previously been used in HCPs, we conducted a confirmatory factor analysis which results confirmed the four scale dimensions of the EORTC QLQ-INFO25. 3 The model w 2 was significant (Po0.0001) and further diagnostic indices indicated an adequate model fit (a comparative fit index of 0.92 and a square error of approximation of 0.06). Cronbach's alpha values for the subscales (range 0.72-0.83), were acceptable. Scale mean scores were calculated for the sample. Differences between RNs and physicians' responses on subscales were analysed by the Mann-Whitney U-Test.
The HCPs believed that most of the information patients received is about disease (65.5) and medical tests (65.5), followed by self-help (54.8), treatments (53.9) and different places of care (50.8). Further, HCPs thought that patients received least information about other services (48.0). The HCPs reported that most patients received written information (89.6), whereas information from a CD or tape/video was distributed less often (9.5). The majority of the HCPs reported that patients had a wish for more information (76.5) and only a minority felt that patients would like to have less information (7.6) ( Table 2 ). Eighty-five per cent of the respondents concluded that the information the patients received was quite or very helpful. Physicians consistently scored higher than RNs (Table 2) .
Findings from this survey show that the HCPs presumed that the information given to patients was in general helpful during the first year of HSCT. Although they assessed the level of information patients received as high, a few areas were identified that may need improvement. The most prominent information deficit seems to concern the post-transplant phase, which is when patients start to return to normal life, because the subscales 'other places of care' and 'other services' were scored lower than the subscales 'medical tests' and 'disease', which adhere to the acute care setting. Our survey results confirm findings from studies asking patients with various malignancies to respond to the EORTC QLQ-INFO25. 4, 5 In these studies it was shown that patients received more information about medical tests, disease and treatment than about other services, different places of care and self-help.
Comparing RNs and physicians perceptions in this survey, RNs believed that patients received less information. Several explanations could account for this difference. Physicians have primary responsibility for providing the patient with information about the disease and its treatment and thus might be more cognizant than RNs of the information delivered to patients in these areas. However, RNs are perhaps likely to experience continuing questions from patients that need further clarification after physicians have already informed patients and therefore considered patients receiving less information. In addition, information might be delivered in an unstructured format or is not well documented in patient records, preventing retracing of the level of information patients already have received. 6 One option to increase patients' satisfaction with information is to provide structured education or self-management programmes, in which the role regarding information disclosure of the different professionals is established. HSCT centres that have already implemented such programmes for patients and relatives seem to be effective in increasing patients' knowledge and satisfaction. 7 From structured programmes in chronic diseases, we learned that patients might gain confidence in self-management, which leads to better health outcomes. 8 Secondly, it would be beneficial to use innovative media sources such as the internet. 9 In conclusion, findings indicate that HCPs perceive that patients undergoing HSCT are helped to some extent by the delivered information but that they are in need of additional information. HCPs seem to provide more information on issues relating to disease and treatments than issues patients are confronted with outside of the hospital (for example, other services and different places of care). Research, asking the actual patients undergoing HSCT, about the amount and quality of information received is highly warranted. Here, we recommend using the EORTC QLQ-INFO25. Letter to the Editor
